



























to	 participate	 in	 and	 consult	 about	 the	 research.	 	 In	 particular,	 I	 would	 like	 to	

























IAPT	 has	 been	 that	 the	 standard	 clinical	 questionnaires	 used	 to	measure	 recovery	
from	depression	(PHQ-9)	and	anxiety	(GAD-7),	can	be	difficult	to	use	for	many	people	
with	 intellectual	 disabilities.	 Stage	 1	 of	 this	 research	 used	 a	 cognitive	 interviewing	
approach	 to	 investigate	whether	 adaptations	 to	 the	GAD-7	and	 the	PHQ-9	help	 to	
make	 these	 measures	 more	 appropriate	 for	 use	 with	 adults	 with	 intellectual	
disabilities.	 Two	 rounds	 of	 such	 interviewing	were	 completed	with	 participants	 to	
evaluate	 the	 suggested	modifications	 and	 develop	 final	 adapted	 versions	 of	 these	
measures.	Stage	2	of	the	research	investigated	the	initial	psychometric	properties	of	
the	adapted	measures	predominantly	via	investigations	of	validity	and	reliability,	and	
comparisons	 to	 established	 measures	 in	 the	 intellectual	 disability	 population.	
Participants	 in	 Stage	 1	 suggested	 further	 adaptations	 to	 increase	 accessibility	 and	
indicated	 that	 the	 adapted	 measures	 are	 appropriate	 for	 use	 with	 adults	 with	
intellectual	 disability.	 Stage	 2	 demonstrated	 support	 for	 the	 adapted	measures	 as	
helpful	for	assessing	symptoms	related	to	depression	and	anxiety	in	this	population;	
the	adapted	PHQ-9	correlated	with	the	established	self-report	GDS-LD	(r	=	0.80),	had	
























FIGURE	 2:	 PICTURE	 IN	 VERSION	 1	 OF	 THE	 ADAPTED	 MEASURE	 DISCUSSED	 IN	 RESEARCH	 STAGE	 1.1	 WHICH	
SUPPORTS	UNDERSTANDING	OF	PHQ-9	ITEM	3	AND	EXAMPLES	OF	PARTICIPANT	FEEDBACK	.................	70	


























































































































































psychological	 support	 for	 all	 (Department	 of	 Health	 [DoH],	 2009).	 In	 practice,	 however,	





termed	 the	 minimum	 dataset,	 	 have	 been	 deemed	 unsuitable	 for	 use	 with	 clients	 with	
intellectual	disabilities	(Chinn,	Abraham,	Burke,	&	Davies,	2014).	This	judgement	is	based	both	
on	their	format	and	on	how	such	measures	are	delivered	by	services.	Indeed,	though	the	use	
of	 self-report	 clinical	 measures	 to	 assess	 the	mental	 health	 problems	 of	 individuals	 with	
intellectual	disabilities	is	well	established	(Skelly,	2016),	far	too	little	research	has	been	done	
into	 the	 appropriateness	 of	 using	 the	minimum	 dataset	within	 this	 population.	 	 Adapted	
versions	of	the	two	key	measures	in	the	minimum	dataset	have	been	created	and	piloted,	but	


















This	 shifting	 landscape	 is	 reflected	 in	 the	 name	 change	 implemented	 by	 the	 British	
Psychological	Society	Faculty	for	People	with	Intellectual	Disabilities’	in	2014.		Nonetheless,	
in	 most	 clinical	 contexts,	 amongst	 service	 users	 and	 self-advocacy	 groups	 the	 identifier	
‘learning	disabilities’	remains	the	term	of	choice	in	the	UK.		To	be	consistent	with	the	current	
academic	 literature,	 the	 term	 ‘intellectual	disabilities’	 is	used	 in	 this	 thesis	 to	 refer	 to	 the	
research	 study	 population.	 	 However,	 to	 acknowledge	 and	 respect	 the	 preference	 which	
emerged	 from	 consultations	 with	 service	 users	 and	 clinical	 practitioners,	 the	 participant	


















social	 consequences	of	 ‘labelling’	 individuals.	 Emphasis	has	accordingly	moved	away	 from	
diagnoses	 based	 only	 on	 psychometric	 testing	 scores.	 DSM-5,	 for	 example,	 defines	
intellectual	disability	as	a	significant	impairment	in	intellectual	functioning	characterised	by	
deficits	in	general	mental	abilities	(abstract	thinking	and	reasoning,	for	example)	and	adaptive	





reference	 assessments	 of	 intellectual	 functioning	 and	 adaptive	 behaviour	 with	 a	
recommended	 diagnostic	 cut	 off	 of	 two	 standard	 deviations	 from	 the	 mean	 general	
population	score	(BPS,	2015).	Motor	or	language	issues	and	other	individual	factors	likely	to	
limit	performance	are	usually	carefully	taken	into	account	so	as	to	increase	the	accuracy	of	
diagnosis	by	preventing	Type	 I	 errors	 (APA,	 2015).	 Even	 so	 concerns	 about	 the	 validity	of	

















adaptive	deficits	 reflected	 in	 current	diagnostic	 criteria.	Epidemiological	 studies	have	 thus	
produced	 prevalence	 estimates	which	 vary	 considerably	 in	 accordance	with	 the	 different	
criteria	and	methodology	applied	(Whitaker,	2004).	Prevalence	is	also	predicted	to	rise	under	
the	 influence	of	multiple	 factors.	These	 include	 longer	 life	expectancy,	 	 improved	medical	
treatments	 for	 children	 with	 complex	 disabilities,	 and	 the	 greater	 incidence	 of	 problems	
within		some	ethnic	minority	groups	(Emerson	&	Hatton,	2008).		These	issues	of	accuracy	in	






disabilities	 have	 more	 physical	 health	 problems	 (Cooper	 et	 al.,	 2015;	 Disability	 Rights	






Adults	 with	 intellectual	 disabilities	 are	 less	 likely	 to	 be	 employed	 and	 more	 likely	 to	 be	
receiving	welfare	benefits	than	the	general	population	(Einfeld	et	al.,	2011;	HM	Government,	
2001).		Secondary	handicaps	of	intellectual	disability	such	as	learned	helplessness,	where	an	










aim	 to	 control	 access	 to	 specialist	 services,	 and	 so	 contributing	 to	 secondary	 handicap		
(Sinason,	1992).	In	these	circumstances	shifting	focus	away	from	a	deficits-based	standpoint	
and	towards	a	recognition	of	 	strengths	and	functional	abilities	offers	the	hope	of	a		more	




















2006),	 despite	 evidence	 and	 consistent	 best	 practice	 guidance	 that	 recommended	 talking	
therapies,	 either	 alone	 or	 in	 conjunction	 with	 medication,	 as	 the	 best	 treatment	 plan	
(National	Institute	of	Clinical	Excellence	[NICE],	2009,	2011).			
The	 personal	 and	 societal	 burden	 of	 depression	 and	 anxiety	 disorders	 in	 the	UK	 are	well	
established	(Layard,	Clark,	Knapp,	&	Mayraz,	2007;	Mental	Health	Policy	Group,	2006;	Secker,	
2009)	and	the	overall	cost	of	depression	in	England	was	estimated	to	be	£9	billion	in	2000		
(Thomas	&	Morris,	 2003).	 	Mental	 illness	 is	 also	 associated	with	 personal	 costs	 including	
increased	distress	 (Mental	Health	Policy	Group,	2006),	 reduced	 life	expectancy	 (Sainsbury	
Centre	 for	Mental	 Health	 [SCMH],	 2003),	 lower	 employment	 rates	 (Social	 Exclusion	 Unit,	
2004),	housing	issues	(Bassuk,	Buckner,	Perloff,	&	Bassuk,	1998;	Jones,	2005;	Shelter,	2007),	









and	 fewer	 repeat	 prescriptions	 for	 medication	 (Lanyard	 et	 al.,	 2007;	 SCMH,	 2003).	 	 The	
disparity	 between	 the	 impact	 of	 common	 mental	 illness	 on	 society	 and	 expenditure	 on	






IAPT	 is	 an	NHS	 initiative	 to	 improve	 accessibility	 to	 evidence-based,	 routine	psychological	
treatments	 for	anxiety	disorders	and	depression	 in	primary	 care	 services	 in	England.	 	 The	





quality	 psychological	 interventions.	 IAPT	 implements	 a	 ‘stepped	 care’	 approach	 (Turpin,	
Richards,	 Hope,	 &	 Duffy,	 2008)	 which	 provides	 the	 least	 restrictive	 NICE-compliant	
intervention	 to	 facilitate	 each	 service	 user’s	 recovery	 (NDTi,	 2011).	 	 IAPT	 also	 provides	
signposting	on	such	key	issues	as	employment	support	and	debt	management.	
	
National	 guidelines	 clearly	 state	 that	 public	 services	 should	 be	 both	 inclusive	 (HM	





individuals	 with	 nine	 ‘protected	 characteristics’	 against	 inequality.	 The	 characteristics	







area	 	 constitute	 a	 clear	 legal	 obligation	 to	 ensure	 that	 individuals	 with	 protected	
characteristics	 do	 not	 face	 inequality	 in	 access	 	 (HM	 Government,	 1995,	 1998,	 2010),	
treatment	or	 outcome	 (HM	Government,	 2011).	 Improving	 equitable	 access	 to	 services	 is	
facilitated	by	services	identifying	and	implementing	‘reasonable	adjustments’	 (DoH,	2008c;	
HM	Government,	 2010).	 	Reasonable	 adjustments	must	 anticipate	 and	 take	 into	 account	
specific	 characteristics	 of	 protected	 groups	 and	 offer	 flexibility	 in	 such	matters	 as	 service	
delivery,	staff	training	and	local	policies.		It	is	important	to	recognise	that	many	service	users	
who	do	not	meet	diagnostic	criteria	for	intellectual	disability	but	present	with	some	degree	
of	 cognitive	 impairment	 which	 may	 present	 as	 difficulty	 in	 basic	 literacy	 skills	 or	
understanding	new	 information,	also	benefit	 from	the	 implementation	of	such	reasonable	
adjustments	to	access	support	from	services	(Dagnan,	2015).			IAPT	has	a	mechanism	in	place	
to	 identify	 and	 flag	 patients	 who	 are	 thought	 to	 benefit	 from	 the	 implementation	 of	










&	Oates,	 2014)	 and	 locally	 to	 improve	 service	 delivery,	 demonstrate	 the	 effectiveness	 of	
clinicians	and	promote	collaborative	treatment	planning	(NDTi,	2011).		The	minimum	dataset	
comprises	 of	 self-report	 clinical	 measures	 for	 depression	 using	 the	 Patient	 Health	
Questionnaire	 (PHQ-9;	 Kroenke,	 Spitzer,	&	Williams,	 2001),	 anxiety	 using	 the	Generalised	
Anxiety	 Disorder	 questionnaire	 (GAD-7;	 Spitzer,	 Kroenke,	 Williams,	 &	 Löwe,	 2006),	 a	
screening	questionnaire	 for	 specific	phobias	and	 	an	adjustment	 scale	 for	work	and	social	
issues	(Mundt,	Marks,	Shear,	&	Greist,	2002).	Other	assessments	include	employment	status	
questions,	 patient	 experience	 questions	 and	 specific	 established	 disorder	 specific	 clinical	
measures	where	these	are	appropriate	(NDTi,	2011).		As	a	minimum,	services	must	collect	the	
PHQ-9	and	the	GAD-7	for	at	least	90%	of	service	users	who	access	treatment	(NDTi,	2011)	and	
these	measures	 have	 been	 translated	 into	 several	 languages,	 including	Arabic,	 Polish	 and	




week	period	 (‘not	at	all’,	 ‘several	days’,	 ‘more	 than	half	 the	days’	 and	 ‘nearly	every	day’).		













or	 when	 they	 produce	 a	 statistically	 reliable	 reduction	 in	 scores	 which	 exceeds	 the	
measurement	error	of	the	questionnaire	(NDTi,	2011).	 	The	 IAPT	KPI	target	for	recovery	 is	
50%	(NDTi,	2011),	based	on	the	‘NHS	Mandate	Commitment’	(DoH,	2015)	and	approaching	
the	 levels	 obtained	 in	 randomised	 controlled	 trials	 [RCTs]	 which	 form	 the	 basis	 of	 NICE	






















attributed	 to	methodological	 issues:	 the	use	of	differing	criteria	 to	assess	 the	presence	of	
intellectual	disabilities	and	mental	health	problems	across	different	studies	 (Cooper	et	al.,	
2007);	differing	population	samples;	and/or	the	case	finding	methods	used	(BPS,	2016).		The	




Reid	 et	 al.,	 2011)	 are	 two	 of	 the	most	 prevalent	mental	 health	 problems	 experienced	 by	
people	with	intellectual	disability.		Some	individuals	with	intellectual	disabilities	display	more	
than	one	comorbid	mental	health	problem,	with	11.6%	(n=119)	meeting	criteria	for	two	or	
more	clinical	diagnoses	 in	Cooper	and	colleagues’	sample	(2007).	 	Both	 increased	levels	of	
incidence	and	 longer	 term	episodes	were	shown	to	account	 for	 the	greater	prevalence	of	














note	 however,	 is	 that	 given	 such	 high	 rates	 of	 mental	 health	 problems	 in	 people	 with	






In	 the	 past	 adults	 with	 intellectual	 disability	 have	 been	 exposed	 to	 iatrogenic	 injury	 by	
psychologists	 and	 other	 professionals;	 it	 is	 well	 documented	 that	 prior	 to	 the	 1960s	




intellectual	 disabilities	 from	 reproducing	 using	 medical	 and	 social	 means.	 	 In	 these	
circumstances	the	1971	White	Paper	 ‘Better	Services	 for	 the	Mentally	Handicapped’	 (DoH,	
1971)	 was	 of	 crucial	 importance.	 It	 prompted	 a	 shift	 in	 thinking	 about	 the	 intellectual	
disability	 population,	 particularly	 in	 urging	 that	 whenever	 possible	 individuals	 should	 be	
helped	to	integrate	with	the	general	population	and	to	lead	more	active	and	meaningful	lives.	







(1993)	 posits	 that	 therapists’	 neglect	 of	 adults	 with	 intellectual	 disability	 derives	 from	
experiences	 of	 ‘therapeutic	 disdain’	 arising	 from	 a	 distaste	 for	 intimate	 therapeutic	
relationships	with	clients	who	they	perceived	as	unattractive.	Reductionist	views	permeated	
the	psychological	field	and	difficulties	experienced	by	individuals	with	intellectual	disabilities	
were	 presumed	 to	 be	mediated	 by	 organic	 or	 environmental	 factors,	 an	 emphasis	which	

















(Sturmey,	2012).	 	Additional	 inherent	difficulties	are	 involved	 in	developing	and	validating	






constraints	 such	 as	 the	 paucity	 of	 psychometrically	 sound	 clinical	 measures	 for	 this	
population	offer	clear	examples	of	 this.	 	Treatment	as	usual	groups	within	the	 intellectual	
disability	 population	 typically	 consists	 of	 community	 intervention	 with	 visits	 from	
professionals	no	more	than	once	a	week	but	the	nature	and	delivery	of	interventions	varies	
considerably	between	services	(Oliver	et	al.,	2002),	which	complicates	the	standardisation	of	
routine	 treatment	 for	 randomisation	 in	 research.	 	 However,	 evidence	 for	 the	 efficacy	 of	
talking	 therapies	 for	 people	 with	 intellectual	 disabilities	 has	 been	 building	 and	 has	 been	
boosted	by	a	recent	increase	in	the	number	of	meta-analytic	and	systematic	reviews	(BPS,	
2016).	 	 Although	 the	mechanisms	by	which	 treatment	 is	 successful	 remain	undetermined	
(Beail,	1998),	the	impact	of	the	therapeutic	relationship	is	believed	to	be	a	significant	factor	




Pert,	 &	 Trower,	 2009).	 	 	 Individual	 prerequisite	 skills	 which	 are	 crucial	 for	 the	 successful	
engagement	in	talking	therapies	have	been	identified	(BPS,	2016)	and	must	be	addressed	to	
enable	clients	with	intellectual	disabilities	to	successfully	engage	in	cognitive	therapy	(Willner,	









individuals	with	 intellectual	disabilities	and	depression	or	anxiety	disorders	 is	 limited	(BPS,	
2016;	Chinn	et	al.,	2014;	Dagnan	&	Jahoda,	2006;	Jahoda,	Dagnan,	Jarvie,	&	Kerr,	2006).	The	







the	mediating	 and	 cognitive	 processes	 associated	 with	 common	mental	 health	 problems	
providing	important	examples	(Chinn	et	al.,	2014;	Dagnan	&	Sandhu,	1999;	Dagnan	&	Waring,	










1999;	 McGillivray,	 McCabe,	 &	 Kershaw,	 2008),	 have	 been	 shown	 post-intervention	 and	





result	 from	 a	 cognitive	 deficit	 model	 which	 focuses	 on	 techniques	 for	 improving	 self-	
management	 of	 symptoms	 (Beail,	 2003;	 Willner,	 2005)	 rather	 than	 from	 the	 cognitive	
distortion	model	on	which	CBT	is	traditionally	based	(Beck,	Rush,	Shaw,	&	Emery,	1979).		Thus	





by	 neglecting	 to	 explore	 the	 client’s	 internal	 experiences	 and	 not	 engaging	 in	 a	 truly	
collaborative	relationship	(Stenfert-Kroese,	1997).		If	sustained,	this	hypothesis	would	further	
undermine	the	evidence	base.		Evidence	about	the	clinical	and	cost	effectiveness	of	adapted	
CBT	 interventions	 for	 depression	 and	 anxiety	 in	 individuals	 with	 intellectual	 disabilities	
requires	 further	 investigation.	 Such	 investigations	 would	 need	 to	 acknowledge	 concerns	
raised	 about	 the	 methodological	 integrity	 of	 some	 of	 the	 RCTs	 conducted	 within	 this	






















and	 support	 for	 services	 to	 help	 them	 anticipate,	 audit	 and	 implement	 local	 reasonable	
adjustments	 have	 been	 developed	 (DRC,	 2006;	 IAPT,	 2009;	 NDTi,	 2016;	 Royal	 College	 of	

























p35).	 	 Specific	 characteristics	 of	 the	 intellectual	 disability	 population	 which	 impact	 on	
candidacy	 negotiations	 with	 IAPT	 services	 have	 been	 highlighted	 here.	 These	 include	
requiring	 support	 from	 the	wider	 system	 to	 identify	 the	need	 for	 intervention	 for	mental	




individuals	with	 intellectual	 disabilities	 is	 attributed	 to	 a	 supportive	 and	 reflective	 service	
culture	(NDTi,	2016);	to	higher	levels	of	support	from	specialist	intellectual	disability	services	
providing	consultation	around	accessible	resources;	to	ongoing	supervision	for	staff;	and	to	
the	 involvement	 of	 individuals	 with	 intellectual	 disabilities	 (Chinn	 et	 al.,	 2014).	 	 Data	
monitoring	is	also	key;	services	are	required	to	use	the	demographic	and	epidemiological	data	
that	 they	 record	 to	 assess	 uptake	 and	 provide	 appropriate	 treatment	 for	 their	 local	
intellectual	 disability	 population	 (IAPT,	 2009).	 	 The	 effectiveness	 with	 which	 mainstream	

















both	 to	 professionals	 and	 clients.	 	 Addressing	 the	 issues	 facing	 individual	 clients	 was	 of	
particular	 importance	 here	 and	 external	 factors	 and	 intra-personal	 factors	 such	 as	 the	
therapeutic	 relationship	 were	 amongst	 those	 considered	 (Ramsden	 et	 al.,	 2016).	 Overall	
cognitive	ability	has		been	considered	as	a	factor	aiding	or	inhibiting	an	individual’s	capability	
to	engage	 successfully	with	 the	conceptual	 knowledge	 involved	 in	 treatment	 (Sams	et	al.,	
2006).	 It	 follows	 from	 this	 that	 an	 individual’s	 cognitive	 capacity	 to	 acquire	 and	 sustain	
therapeutic	gain	could	be	used	to	assess	suitability	for	intervention.		
	
Most	 people	 with	 intellectual	 disability	 have	 deficits	 in	 expressive	 and/or	 receptive	
communication	skills.	This	provides	a	salient	example	of	the	impact	of	cognitive	deficit	and	
important	work	has	been	done	in	this	area.	A	positive	correlation	between	verbal	ability	and	







information,	make	more	 reading	errors	 and	 recall	 information	 less	 accurately	 than	others	
(Karreman,	van	der	Geest,	&	Buursink,	2007).	 	Communication	 impairments	 impact	on	an	
individual’s	ability	to	access	and	share	information	through	multiple	mediums	and	this	makes	
accessing	 psychological	 intervention	 difficult.	 Such	 access	 requires	 an	 understanding	 of	
assessment	 questions,	 sharing	 relevant	 information,	 co-developing	 formulations	 and	
processing	written	information.	Since	2016,	NHS	services	in	England	are	legally	required	to	
provide	written	information	in	various	forms,	including	healthcare	leaflets,	letters	and	clinical	
outcome	 measures,	 in	 a	 format	 which	 are	 easily	 accessible	 for	 all	 (NHS	 England,	 2015).		
Producing	written	information	in	a	format	which	is	easy	to	read	is	thus	a	major	issue	and	there	
is	some	evidence	that	‘easy	read’	formats	is	effective	for	people	with	intellectual	disabilities	
(Karreman	 et	 al.,	 2007).	 	 The	 importance	 of	 facilitating	 an	 understanding	 of	 healthcare	





2008).	 	Visual	 cues	 can	be	 in	 a	 variety	of	 forms,	with	photographs	 representing	 the	most	
accessible	 for	 all	 with	 intellectual	 disabilities	 due	 to	 their	 ability	 to	 represent	 objects	
concretely,	but	those	with	milder	impairments	are	able	to	employ	higher	cognitive	skills	to	






compliance	 can	 be	 objectively	 assessed	 (Sutherland	&	 Isherwood,	 2016).	 	 Sutherland	 and	


















also	 impact	 on	 the	 accessibility	 of	 healthcare	 services	 for	 this	 client	 group.	 People	 with	
intellectual	disability	require	additional	support	from	others,	both	carers	and	professionals.		
Any	deficiencies	in	this	regard	can	make	it	difficult	for	individuals	to	engage	with	services	for	




rearrange	 sessions.	 	 Indeed,	 the	 importance	 of	 the	 role	 of	 a	 facilitator	 to	 support	
understanding	 of	 easy	 read	 documents	 is	 highlighted	 by	 Walmsley	 (2013),	 including	 the	
facilitators’	need	for	clarity	and	information	to	enable	them	to	answer	questions	to	optimise	





quality	of	 interventions	 (Shankland	&	Dagnan,	2015).	 	 Individual	 therapists’	 characteristics	
and	perceptions	 regarding	working	with	 individuals	with	 intellectual	disabilities	have	been	








from	 healthcare	 services	 outlined	 above	 are	 also	 relevant	 to	 the	 use	 of	 clinical	 outcome	
measures	 with	 this	 population.	 	 This	 includes	 difficulties	 with	 reading,	 writing,	 memory	
impairments	and	expressive	communication.	Despite	this,	it	remains	important	to	use	clinical	
outcome	data	to	inform	clinical	effectiveness	for	these	service	users	at	an	individual,	service,	
population	 and	 wider	 policy	 level.	 As	 in	 other	 populations,	 routinely	 measuring	





with	 learning	 disabilities	 is	 very	 poor	 (Hatton,	 2002)	 and	 many	 of	 the	 clinical	 outcome	
measures	 relating	 to	 this	 population	 of	 necessity	 focus	 on	 the	 behavioural	 phenotype	 of	
mental	ill-health	(Cooper	et	al.,	2007).		This	predominance	of	third	party	reporting	on	clinical	
measures	contrasts	with	the	position	in	other	populations,	where	self-report	measures	are	
very	widely	 employed.	 	 Because	 of	 this	 the	 symptoms	 associated	with	 the	mental	 health	
problems	 of	 people	 with	 intellectual	 disabilities	 may	 well	 not	 be	 fully	 understood.	 This	
situation	is	made	worse	when,	as	sometimes	happens,	it	is	assumed	that	the	phenotype	for	
this	population	is	similar	to	that	for	the	general	population,	though	this	is	not	necessarily	the	
case.	 	For	example,	 it	 is	not	always	possible	to	identify	key	internal	cognitive	symptoms	of	
depression	in	people	with	intellectual	disabilities,	such	as	reduced	confidence	or	unwarranted	
guilt	(Marston,	Perry,	&	Roy,	1997)	whereas	external	behavioural	symptoms	such	as	increased	

























all’,	 ‘sometimes’	and	 ‘a	 lot’	 alongside	 supporting	visual	 cues.	 	 The	CORE-LD	covers	a	wide	





























































standardised	 and	 individualised	 adaptations.	 	 As	 the	 minimum	 dataset	 represents	 the	
standard	 outcome	 measures	 used	 in	 IAPT,	 the	 GAD-7	 and	 PHQ-9	 are	 administered	 to	









experience	 suggest	 that	 these	 issues	 currently	 result	 in	 the	 inconsistent	 use	 of	minimum	





























al.,	 2011).	 At	 present	 not	 having	 adapted	 versions	 of	 the	minimum	dataset	 constitutes	 a	





















































Prior	 to	 this	 research	 project,	 no	 systematic	 investigation	 the	 validity	 of	 these	 adapted	
measures	 had	 been	 completed,	 though	 they	 have	 been	 piloted	 with	 service	 users	 with	
intellectual	disabilities	and	anecdotal	evidence	suggests	 that	 they	are	useful.	 	This	project	
therefore	aims	to	determine	 if	 these	adapted	measures	address	 the	main	concerns	raised	







the	 adapted	 measures.	 	 Recommended	 modifications	 to	 the	 adapted	 measures	 were	







with	 intellectual	 disabilities.	 	 This	 involved	 participants	 completing	 the	 adapted	measures	









PHQ-9	 and	 GAD-7	 measures	 are	 appropriate	 for	 use	 with	 adults	 with	 intellectual	
disability?	
2. Does	 cognitive	 interviewing	 highlight	 any	 recommended	 modifications	 to	 these	
adapted	measures	and	are	these	helpful?	
3. Do	 initial	psychometric	 investigations	 support	 the	adapted	measures	as	helpful	 for	























Guidelines	 and	 recommendations	 detailing	 best	 practice	 for	 research	 in	 intellectual	
disabilities	populations	were	carefully	observed.	Special	considerations	 included	easy	 read	
















measures	 to	determine	 their	accessibility	 for	 individuals	with	 intellectual	disabilities.	 	 This	
study	 employed	 a	 concurrent	 verbal	 probing	 cognitive	 interviewing	 methodology	 to	




Given	 its	 importance	 for	 this	 study’s	 purposes,	 the	 concurrent	 verbal	 probing	 cognitive	
interviewing	method	was	carefully	considered.	In	Stage	1	it	involved	immediate	probing	to	
identify	 the	 sources	 of	 any	 response	 errors	 associated	 with	 each	 item	 of	 the	 adapted	
measures	 (Priede	&	 Farrall,	 2011;	Willis,	 2005).	 This	was	 considered	 the	 	more	 accessible	
strategy	for	participants	as	it	reduced	the	burden	on	participants	(Willis,	2005)	by	not	relying	
on	an	 individual’s	ability	to	think	aloud,	by	providing	structure	and	by	minimising	memory	
processing.	 On	 this	 basis	 six	 adults	 with	 intellectual	 disabilities	 were	 interviewed	 about	
Version	 1	 of	 the	 adapted	 measures	 using	 a	 Cognitive	 Aspects	 of	 Survey	 Methodology	
framework	 (study	 Stage	 1.1),	 an	 established	 approach	 for	 designing	 and	 evaluating	
questionnaire	design	(Willis,	2005).			A	four	stage	model	(Tourangeau,	1984)	outlines	the	key	
cognitive	steps	necessary	if	respondents	are	to	answer	questions	successfully.	These	are	as	
follows:	 comprehending	 the	 question,	 retrieving	 relevant	 information	 from	 memory,	









early	 stage	 in	 development	 and	 optimal	 effect	 is	 best	 achieved	 using	multiple	 rounds	 of	
interviewing	(Willis,	2005).	The	basic	structure	of	concurrent	verbal	probing	methodology	is	
described	by	Willis	(1999,	p.	51)	in	the	following	terms:	














Cognitive	 interviewing	 protocols	 were	 not	 devised	 for	 use	 with	 intellectual	 disability	







with	 intellectual	 disabilities.	Amongst	 these	were	ensuring	 that	 questions	 and	probes	use	
concrete	 and	 simple	 language;	 using	 appropriate	 pacing;	 allowing	 enough	 time	 for	
comprehension	 and	 communication	 of	 responses;	 frequent	 checks	 on	 participants’	
understanding;	 and	 providing	 opportunities	 for	 regular	 breaks.	 The	 interview	 schedule	
(Appendix	2)	involved	presenting	the	adapted	measures	to	participants	in	the	same	way	they	
would	be	administered	clinically	(i.e.	as	printed	copies)	but	then	immediately	administering	
cognitive	 interviewing	 questions	 about	 comprehension	 and	 the	 response	 process.	 Key	
examples	of	these	questions	included	‘What	do	you	think	this	question	is	asking	about?’	and	
‘How	 hard	 was	 this	 question	 to	 answer?’.	 Accompanying	 probes	 included	 ‘What	made	 it	
easy/difficult?’	and	‘Would	another	picture/word	help	more?’.		In	this	way	the	participant’s	
understanding	of	individual	items	and	scoring	options	was	monitored.	‘Think	aloud’	cognitive	
interviewing	 techniques	 were	 not	 employed	 as	 a	 core	 part	 of	 the	 cognitive	 interviewing	
schedule	on	 the	basis	 that	 this	was	 judged	 to	 require	higher	 level	 cognitive	 skills	 likely	 to	
create	difficulties	for	some	participants	with	intellectual	disabilities.	However,	such	responses	
were	 encouraged	 using	 functional	 remarks	 and	 feedback	 probes	 whenever	 participants	




The	 results	 produced	 by	 this	 process	 were	 used	 to	 make	 reasonable	 adaptions	 to	 the	
measures,	termed	Version	2	of	the	adapted	measures;	such	adaptations	were	made	with	due	





interviewed	 in	 a	 group	 using	 the	 same	 interview	methodology	 as	 before	 with	 a	 view	 to	
determining	 whether	 or	 not	 the	 modifications	 were	 helpful	 (study	 Stage	 1.2)	 and	 to	
evaluating	 the	 impact	 of	 the	 easy	 read	 modifications	 made	 following	 Stage	 1.1.	 	 Final	































This	 study	was	ethically	 reviewed	by	 the	Proportionate	Review	Sub-committee	of	 an	NHS	


















clinical	 settings	 and	made	 the	 researcher	 well	 qualified	 to	 assess	 the	 point	 at	 which	 the	
informed	consent	of	the	individual	participants	had	been	achieved.	 It	was	thus	part	of	the	

























All	 data	was	 collected	 anonymously	 and	 personally	 identifiable	 information	was	 removed	
before	data	entry.		Each	participant	was	assigned	an	identification	key	upon	joining	the	study	
and	thereafter	only	the	researcher	was	able	to	identify	individual	participants.		Details	of	the	











withdraw	 from	 the	 study	 at	 any	 time	without	 giving	 a	 reason	 and	without	 consequence.		
Participants	 were	 reminded	 of	 this	 before	 participating	 in	 the	 study	 and	 confirmation	 of	








































Initially,	 recruitment	 for	 the	 study	 was	 intended	 to	 take	 place	 in	 an	 Adult	 Community	
Intellectual	Disability	 Service,	 an	 IAPT	 service	with	an	 interest	 in	and	pathway	 to	 increase	
access	 for	 people	 with	 intellectual	 disabilities	 and	 a	 local	 self-advocacy	 organisation	 for	
service	 users.	 	 The	 IAPT	 NHS	 service	 had	 been	 one	 of	 those	 involved	 in	 producing	
amendments	to	the	PHQ-9	and	GAD-7	measures.	The	changes	were	intended	to	make	the	
measures	more	 suitable	 for	 use	with	 adults	with	 intellectual	 disabilities	 and,	 as	 indicated	
earlier,	 they	were	 used	 in	 this	 amended	 form	 in	 the	 first	 round	 of	 cognitive	 interviewing	
(Stage	1.1).	 	However,	an	audit	of	this	 IAPT	service	revealed	that	very	few	of	their	eligible	
potential	 participants	 were	 currently	 accessing	 the	 service.	 	 Recruitment	 was	 therefore	
expanded	 to	 two	 other	 IAPT	 services	 located	 in	 the	 same	 NHS	 Trusts	 as	 the	 primary	
recruitment	 sites	 and	 to	 two	 other	 non-NHS	 organisations	 for	 adults	 with	 intellectual	
disabilities.	Only	in	this	way	was	it	possible	to	reach	the	recruitment	target	in	the	available	
time	 period.	 	 The	 relevant	 NHS	 Research	 and	 Development	 Departments	 authorised	 this	













use	with	this	population	in	similar	clinical	settings.	 	However,	as	 indicated	above,	a	 lack	of	









had	 a	 diagnosed	 global	 intellectual	 disability	 or	 a	 ‘working	 clinical	 diagnosis’	 of	
intellectual	 disability.	 They	 were	 thus	 accessing	 support	 from	 IAPT	 and	 had	 been	
noted	by	the	service	as	likely	to	meet	the	criteria	for	the	intellectual	disability	service	
or	had	intellectual	difficulties	significant	enough	to	require	the	service	to	make	such	
reasonable	 adjustments	 as	 were	 needed	 to	 enable	 them	 to	 access	 psychological	
therapies.	















Unfortunately,	 due	 to	 a	 lack	 of	 funding	 available	 for	 the	 research,	 it	was	 not	 possible	 to	
include	participants	who	might	not	 adequately	understand	 verbal	 explanations	or	written	
information	 given	 in	 English.	With	 these	 exclusions	 it	 was	 possible	 to	 produce	 accessible	







round	of	 cognitive	 interviewing	and	up	 to	 five	 for	 subsequent	 stages.	The	 sample	 size	 for	




























the	 research	 project	 with	 those	 clinicians	 most	 likely	 to	 encounter	 service	 users	 with	
intellectual	 disabilities.	 	 Research	 packs	 containing	 printed	 research	 documents	 were	

























to	 identify	 and	 consider	 the	 problems	 embedded	 in	 questionnaires	 in	 a	way	 that	 is	 both	
systematic	and	objective.	One	such	scheme	is	Willis	et	al.’s	(1999)	system	which	addresses	
Communication/Understanding	 problems	 (i.e.	 issues	 affecting	 the	 encoding	 process);	
Recall/Computation	 problems	 (i.e.	 retrieval	 process	 issues);	Bias/Sensitivity	 problems	 (i.e.	
issues	 affecting	 the	 judgement	 process);	 and	 Response	 Category	 problems	 (i.e.	 response	




burden	 of	 the	 clinical	measure	 for	 participants	 can	 also	 be	 analysed	 using	 this	 approach.		

















was	briefly	 recapped	and	participants	provided	 informed	consent	 to	 their	 involvement	by	
completing	 the	accessible	participant	 consent	 form.	 	A	 structured	cognitive	 interview	was	
then	 conducted	 to	 explore	 the	 participants'	 views	 on	 Version	 1	 of	 the	 adapted	 clinical	





wording	were	particularly	 important	 in	 this	 regard.	 	 Finally,	participants	were	 thanked	 for	
their	time	and	an	overview	of	what	would	happen	following	the	interview	was	provided.	This	
explanation	included	brief	details	about	the	remaining	stages	of	the	research	and	expressed	
the	hope	 that	adapted	versions	of	 the	measures	would	 result	 and	be	used	by	psychology	
services	working	with	adults	who	have	intellectual	disabilities.	The	value	of	this	was	stressed	







Four	 female	 and	 two	male	 participants	with	 intellectual	 disabilities	 all	with	 experience	 of	
accessing	IAPT	services	were	interviewed	during	Stage	1.1.		Table	1	displays	the	demographic	
characteristics	of	the	study	population	of	Stage	1.1.		They	ranged	in	age	from	23	to	61	years	
(mean	 =	 37.00,	 standard	 deviation	 =	 14.01).	 Two	 of	 the	 participants	 were	 mother	 and	






























on	 the	 information	 gathered,	 discussion	 in	 research	 supervision	 and	 consideration	 of	 the	
relevant	 literature	 and	 in	 alignment	 with	 the	 original	measures	 (Version	 2).	 	 In	 line	 with	
recommendations	 for	 best	 practice	 in	 cognitive	 interviewing,	 a	 second	 round	of	 cognitive	
interviews	was	completed	with	seven	participants.	These	interviews	were	similar	in	structure	
to	 the	ones	already	conducted	and	were	used	to	review	and	 interpret	 the	changes	 to	 the	
adapted	measures	made	as	a	result	of	research	Stage	1.1.		Stage	1.2	was	completed	in	a	group	
format	with	the	researcher	facilitating	discussion	using	a	cognitive	interview	approach	and	
questioning.	 The	 research	 team	 made	 this	 decision	 primarily	 for	 practical	 reasons,	 as	
significant	 issues	 had	 arisen	 when	 contacting	 participants	 in	 Stage	 1.1.	 Arranging	
















a	manager	and	service	user	advocate.	 	Those	 interested	 in	taking	part	 in	the	project	were	
invited	to	a	research	session	which	was	held	on	17/1/2017	and	at	which	Stage	1.2	of	the	study	
took	place.	 	The	participants	were	well	known	to	each	other	and	had	consented	to	group	






that	 the	 primary	 interest	 was	 in	 any	 difficulties	 that	 participants	 experienced	 either	 in	
understanding	or	in	using	the	measure	as	distinct	from	the	answers	elicited	by	the	questions.	








the	 research	 project	 methodology.	 	 Specifically,	 these	 staff	 members	 helped	 to	 ask	 and	





Participants	had	 regularly	used	 these	visuals	 in	other	 circumstances,	particularly	meetings	










































Information	 about	 the	 project,	 including	 the	 required	 study	 documents,	was	 shared	with	
clinicians	and	staff	members	in	the	services	and	specialist	organisations.		Follow-up	support	










supporting	people	with	 intellectual	disability	who	knew	them	well.	 	Data	collected	 in	NHS	




Stage	 2	 of	 the	 research	 investigated	 whether	 or	 not	 there	 is	 evidence	 that	 the	 adapted	
measures	are	useful	and	valid	for	measuring	symptoms	of	anxiety	and	depression	in	adults	
with	intellectual	disabilities.		All	data	was	appropriately	coded	and	inputted	to	IBM	SPSS	for	
Mac	 (version	 21).	 	 The	 analysis	 strategy	 for	 Stage	 2	 utilised	 an	 initial	 empirical	 statistical	
investigation	 of	 the	 validity	 and	 reliability	 of	 the	 adapted	 PHQ-9	 and	 GAD-7,	 in	 line	with	
recommendations	 for	 research	 (Chinn	 et	 al.,	 2014;	 Foundation	 for	 People	 with	 Learning	
Disabilities,	2015;	Hamilton	et	al.,	2011;	IAPT,	2009;	NICE,	2016)	.		Validity	refers	to	the	ability	
of	an	outcome	measure	to	measure	what	it	intends	to	measure	(Rose	&	Sullivan	1996).		The	
















measures	 is	 assessed	 in	 the	 current	 study	 by	 an	 empirical	 investigation	 of	 internal	

















































In	order	to	 investigate	the	 initial	psychometrics	of	 the	adapted	versions	of	 the	PHQ-9	and	
GAD-7	measures,	the	following	tests	were	accordingly	carried	out:		
i. Assessing	the	normality	of	the	data	sample,	including	investigations	of	distribution.	





iii. Preliminary	 investigations	 of	 the	 validity	 of	 the	 adapted	 measures,	 specifically	
concurrent	 validity	 via	 comparison	between	 scores	 on	 the	 clinical	measures	which	
were	administered	concurrently	by:	
a. Completing	 scatterplot	 graphs	 on	 the	 measures	 of	 depression	 (adapted	












There	 are	 no	 quality	 guidelines	 specifically	 relating	 to	 cognitive	 interviewing.	 General	
guidelines	specifically	designed	to	optimise	the	quality	of	research,	notably	Elliott,	Fischer,	
and	Rennie	(1999),	were	therefore	consulted	as	part	of	this	research	project.	In	particular,	













collected	by	NHS	 services.	 Thus	 clinicians	 reporting	 in	 Stage	2	of	 the	 study	were	able	use	
existing	 data	 only.	 Throughout	 the	 results	 write	 up	 qualitative	 data	 was	 grounded	 in	





support	 of	 this	 the	 researcher	 kept	 a	 research	 log,	 and	 this	 log	 was	 discussed	 with	 her	
research	supervisor	at	various	stages	during	the	research	process.		A	brief	summary	of	the	
researcher’s	background	and	experience	 is	 accordingly	 relevant.	 	As	a	 thirty-two-year-old,	




adults	with	 intellectual	disabilities	and	the	helpfulness	of	 taking	time	to	 listen	to	and	fully	
understand	these	individual’s	perspectives.		I	can	recall	many	times	where	professionals	and	
members	 of	 the	 public	 did	 not	 do	 this	well	 enough	with	my	 uncle,	 subjugating	 his	 voice	





to	 support	 and	 enhance	 the	 psychological	 care	 of	 children	 and	 young	 adults	 who	 have	
intellectual	and	developmental	disabilities.	These	experiences	as	an	Assistant	Psychologist	















the	main	purpose	of	this	chapter	to	present	the	data	collected	 in	the	project,	but	 its	 later	
stages	also	 summarise	additional	 information	about	 the	processes	used	 to	administer	 the	
























































simpler	 and	 easier	 for	 people	 with	 intellectual	 disabilities	 to	 understand.	 A	 frequent	



















intellectual	 disabilities.	 At	 times	 the	 research	 team	 had	 concerns	 not	 always	 shared	 by	







things	 other	 than	 job	 interviews.	 A	 further	 concern	was	 that	 the	 greater	 cognitive	 effort	
involved	 in	processing	 long	questions	might	make	 them	 less	accessible	 (Buell,	2015).	As	a	
result	 of	 these	 considerations	 it	 was	 decided	 to	 use	 relevant	 examples,	 alternative	
terminology	and	prompts	and	that	 these	should	be	 located	 in	separate	clinician	guidance.		
This	 guidance	 was	 for	 the	 use	 of	 clinicians	 who	 were	 supporting	 individuals	 seeking	 to	
complete	the	measures	on	an	individual	basis		
	

























“The	 picture	 is	 good	 –	 there	 is	 a	 lady,	 I	 think	 she	 is	 probably	
thinking	that	she	doesn’t	want	to	get	up	when	her	alarm	goes	
off…she	 wants	 to	 stay	 in	 bed…Maybe	 she	 is	 really	 tired.”		
[Participant	2]	

















“It’s	a	box	with	a	sad	 face	–	 it’s	not	helpful.	Someone	has	 just	
drawn	on	a	sad	face.	It	doesn’t	help	me	understand.”	[Participant	
1]	




























people	 with	 intellectual	 disabilities	 was	 found	 (Appendix	 9).	 	 This	 was	 a	 piece	 of	 work	
completed	by	CHANGE	People	(http://www.changepeople.org),	an	organisation	which	aims	
to	empower	people	with	intellectual	disabilities.	The	organisation	had	been	commissioned	by	
a	 psychology	 service	 in	 Leeds	 to	 increase	 accessibility	 to	 the	minimum	 data	 set	 in	 2012.		
CHANGE	 People	 employs	 an	 ‘Accessible	 Information	 Team’	 on	 which	 designers	 and	
illustrators	work	alongside	consultants	with	intellectual	disabilities	to	develop	material	suited	
to	this	population’s	needs.	 	The	adapted	version	of	the	scale	produced	by	CHANGE	People	
retained	 the	 original	 wording	 of	 items	 on	 the	 PHQ-9	 and	 GAD-7	 but	 added	 tailor-made	
illustrations	to	support	understanding	of	each	item.	They	also	used	‘happy’	to	‘sad’	‘smiley’	







easy	 read	 documentation	 (DoH,	 2010b;	MENCAP,	 2008)	 as	 well	 as	 the	 relevant	 research	
literature	(Buell,	2015;	Hurtado	et	al.,	2014;	Sutherland	&	Isherwood,	2016)	were	consulted	




adults	 with	 intellectual	 disabilities	 whilst	 creating	 the	 visual	 cues	 designed	 to	 increase	
understanding	of	individual	items	on	the	PHQ-9	and	GAD-7,	there	was	no	evidence	to	suggest	
that	 any	 research	 underpinned	 the	 development	 of	 the	 measures.	 The	 research	 team	
nonetheless	 decided	 that	 using	 the	 visual	 cues	 for	 the	 individual	 items	 on	 the	measures	
developed	by	CHANGE	People	would	be	useful,	particularly	as	those	who	are	envisaged	to	
use	the	adapted	measures	are	thought	to	have	the	cognitive	ability	required	to	decode	visual	











































































Ensuring	 that	 users	 of	 the	measures	 are	 able	 to	 understand	 item	 scoring	 and	 to	 choose	
amongst	item	scoring	options	is	crucial	if	the	measures	are	to	be	adapted	effectively.	Item	




understanding	 the	meaning	of	 the	 instructions	 for	 scoring	options	 and	understanding	 the	







differentiated	 the	 individual	 scoring	options.	 	Whereas	many	participants	understood	that	
‘not	at	all’	meant	that	this	symptom	was	not	present	and	‘nearly	every	day’	meant	that	the	


























“I	 can’t	 tell	what	 [the	pictures]	are…the	days	 I	 think.	 	The	pictures	 look	 really	 small,	 I	 can’t	 see	
them”	[Participant	3]	
	













































others	with	 learning	disabilities	would	need	 to	complete	 these	measures.	 	All	participants	
reported	needing	 support,	with	 five	 stating	 that	 they	 thought	 it	was	 a	 good	 idea	 to	have	
someone	 with	 them	 while	 they	 completed	 the	 measures	 so	 that	 they	 could	 clarify	 the	















as	 increasing	 accessibility	 for	 people	 with	 learning	 disabilities,	 the	 cover	 sheet	 made	 it	
possible	to	remove	repetitive	information	from	the	body	of	the	measure.	
	






However,	 the	 research	 team	were	 concerned	 that	 too	much	 information	 included	on	 the	
adapted	 measures	 themselves	 might	 reduce	 accessibility	 for	 service	 users	 with	 learning	
disabilities.			It	was	therefore	decided	that	this	information	could	more	helpfully	be	included	
in	 the	 clinician	 document	 used	 to	 guide	 conversations	 in	ways	which	 aimed	 to	 assist	 the	



















in	 a	 group	 format.	 	 Prior	 to	 the	 session	 the	 service	 user	 organisation	 staff	 completed	
participant	consent	procedures.	The	group	session	itself	lasted	one	hour	twenty	minutes,	with	
a	 fifteen	minute	break	between	discussion	of	 the	 two	measures.	 Six	 individuals	 had	 seen	







2	 (‘Have	 you	 felt	 sad?’)	 and	 item	 3	 (‘Have	 you	 had	 problems	 with	 your	 sleep?’)	 were	
highlighted	as	greatly	improved	from	the	previous	adapted	version	of	the	measure,	indicating	
that	 the	 removal	 of	 multiple	 similar	 terms	 and	 examples	 had	 been	 helpful	 in	 increasing	
accessibility.	 	 A	 few	minor	 changes	were	discussed	 and	 agreed.	 For	 example,	 participants	
suggested	that	some	of	the	terminology	in	the	measure	should	be	replaced	with	alternative	
phrases	suggested	in	the	guidelines	for	clinicians.	The	consensus	was	that	these	alternatives	
offered	 terms	 that	 were	 more	 accessible	 for	 the	 intellectual	 disability	 population.	 The	
particular	 recommendations	were	 as	 follows:	 that	 ‘Have	 you	 been	 feeling	 like	 you	 are	 no	










Difficulties	 remained	 with	 participants’	 understanding	 of	 PHQ-9	 item	 8	 (‘Have	 you	 been	







There	 are	 challenges	 surrounding	making	 any	 adaptation	 to	 the	wording	 of	 questions	 on	
adapted	 versions	 of	 measures,	 particularly	 when	 such	 drastic	 changes	 are	 required	 to	
increase	accessibility.		Although	the	original	versions	of	the	PHQ-9	and	GAD-7	measures	were	
consulted	so	as	to	ensure	that	any	further	adaptations	were	in	line	with	the	original	items,	
















items	are	 accessible	 to	people	with	 intellectual	 disability,	 and	 the	 first	 round	of	 cognitive	
interviewing	in	the	current	project	 indicated	that	the	standardised	wording	on	the	original	
PHQ-9	and	GAD-7	were	not	well	understood	by	participants,	it	is	judged	to	be	crucial	that	the	
wording	 of	 questions	 is	 adjusted	 for	 this	 population.	 	 In	 line	 with	 previously	 outlined	
recommendations	 in	the	 literature,	the	preference	for	each	question	to	consist	of	a	single	
question	using	a	single	term	which	was	judged	by	participants	and	the	researchers	to	best	
represent	each	 item	 is	 judged	 to	be	both	acceptable	 for	 the	 integrity	of	 the	measure	and	
accessible	for	individuals	with	intellectual	disabilities.	
	






Participants	 unanimously	 preferred	 the	 new	 images	 chosen	 to	 support	 understanding	 of	
individual	 questions.	 One	 of	 those	 who	 had	 been	 involved	 in	 Stage	 1.1,	 for	 example,	
considered	that	they	“now	match	up	much	better	with	the	questions”.		Many	of	the	pictures	
chosen	to	support	understanding	of	 the	 individual	 items	were	singled	out	 in	discussion	as	






























































period	 covered	 by	 the	measure	was	 better	 understood	 by	 participants.	Most	 understood	
immediately	that	it	depicted	a	calendar,	but	it	was	suggested	that	it	should	be	made	bigger	






prompted	 a	 more	 heated	 discussion,	 though	 some	 aspects	 were	 readily	 approved.	 	 For	







many	 expressing	 concern	 that	 individuals	 would	 find	 it	 difficult	 to	 be	 specific	 about	 the	
















































Participants	 reported	 that	 they	 preferred	 the	 modified	 overall	 layout	 of	 the	 adapted	
measures.	They	especially	welcomed	the	new	visual	cues	which	supported	understanding	of	







the	 other	 side,	 it	 can	 be	 difficult	 to	 follow	 and	 people	 lose	 their	 place	 a	 bit	 and	 so	 it	 can	 get	
confusing”	[Participant	7]	
	













adapted	 versions	 of	 the	 PHQ-9	 and	 GAD-7	 measures	 were	 administered	 to	 adults	 with	
intellectual	disabilities	alongside	the	established	Glasgow	scales	of	depression	(GDS-LD)	and	
































































including	 support	 reading	 out	 the	 questions,	 understanding	 the	 items	 by	 referencing	 the	
alternative	 terms	 suggested	 in	 the	 clinician	guidelines	and	 thinking	about	 the	appropriate	
responses	in	the	two-week	timeframe.		One	of	these	participants	had	difficulty	reading	the	
text	and	suggested	that	it	should	be	increased	if	possible.		Four	participants	required	some	
support	 completing	 the	 adapted	 measures,	 which	 involved	 independent	 completion	 but	
occasional	checking	of	their	understanding	of	 items	or	scoring	options	with	a	facilitator	or	
another	participant.		The	remaining	four	participants	completed	the	adapted	versions	of	the	
PHQ-9	 and	 GAD-7	measures	 independently.	 	 All	 but	 one	 participant	 had	 competed	 both	
outcome	measures	within	nine	minutes,	and	the	remaining	participant	required	a	higher	level	
of	 support	 but	 had	 completed	 the	 adapted	 versions	 of	 the	 PHQ-9	 and	 GAD-7	 within	 15	















been	 accessing	 current	 support	 from	 psychology	 services.	 The	 potential	 risk	 issues	 thus	
created	 were	 discussed	 with	 the	 staff	 members	 who	 completed	 the	 research	 and	 with	
participants	and	monitored	by	the	researcher.		For	example,	before	setting	up	the	non-clinical	
service	 user	 advocacy	 group,	 the	 researcher	 contacted	 the	 Empowerment	 Project	 Co-
ordinator	who	would	be	co-facilitating	the	session	to	discuss	an	appropriate	contingency	plan.	
This	 plan	 addressed	 the	 possibility	 of	 someone	 in	 the	 group	 being	 identified	 as	 perhaps	




































Statistically	 assessing	 the	 normality	 of	 the	 sample	 is	 important	 to	 ensure	 that	 the	 data	























measures	 between	 those	 who	 were	 recruited	 in	 clinical	 settings	 (i.e.	 those	 participants	
currently	accessing	psychological	support)	and	those	who	were	recruited	from	non-clinical	
settings.		This	was	based	on	the	presumption	that	individuals	who	were	recruited	in	clinical	



























Similar	 comparisons	 between	 the	 adapted	 GAS-ID	 scores	 of	 clinical	 and	 non-clinical	







There	 is	 therefore	 no	 evidence	 that	 these	 two	 groups	 scored	 significantly	 differently	 on	
clinical	measures	of	depression	(PHQ-9;	GDS-LD)	or	anxiety	(GAD-7;	GAS-ID).	 	As	the	same	
































anxiety	 on	 the	 GAS-ID	 and	 11	 participants	 (34.4%)	 scored	 below	 this	 threshold.	 	 An	


























that	 the	distributions	of	data	within	 clinical	 and	non-clinical	 groups	based	on	participants	








initial	 investigations	 of	 criterion	 validity,	 statistical	 investigation	 focused	 on	 determining	
whether	or	not	positive	linear	correlations	could	be	observed	between	participants’	scores	














scores	 on	 the	 PHQ-9	 and	 the	 GDS-LD,	 indicating	 that	 there	 is	 excellent	 criterion	 validity	
between	these	outcome	measures.	
	












associated	with	 anxiety,	 additional	 investigations	of	 concurrent	 validity	between	 the	 total	
score	on	the	adapted	GAD-7	and	the	relevant	sub-scale	scores	were	completed.		Pearson’s	






the	 GAS-ID	 (	 r(30)	 =	 0.80,	 p	 <	 0.001).	 	 Pearson’s	 parametric	 correlation	 between	 these	
variables	also	reveals	a	significant	positive	correlation	between	total	scores	on	the	GAD-7	and	
the	Specific	Fears	subscale	of	the	GAS-ID,	that	is	higher	scores	on	the	GAD-7	were	associated	




adapted	GAD-7	and	 the	GAS-ID	are	due	 to	participants	 scoring	highly	on	 the	Worries	 and	






Investigations	of	 the	 internal	 consistency	of	 the	adapted	measures	were	 completed	using	








by	 a	 diagnostic	 test	 and	 specificity	 is	 the	 proportion	 of	 true	 negative	 outcomes	 that	 are	
correctly	identified	by	a	diagnostic	test	(Altman	&	Bland,	1994a).			The	diagnostic	accuracy	of	












important	 to	 note	 for	 clarity	 that	 it	 is	 not	 the	 intention	 here	 to	 determine	 whether	 the	
adapted	PHQ-9	measure	is	sensitive	to	whether	participants	have	clinical	levels	of	depression	

















TRUE	POSITIVE	 N	 FALSE	POSITIVE	 n	 	
65%	 13	 9.1%	 1	 14	
BELOW	
CUT	OFF	
FALSE	NEGATIVE	 N	 TRUE	NEGATIVE	 n	 	
35%	 7	 90.9%	 10	 17	















having	 symptoms	 of	 depression	 reaching	 a	 clinical	 level	 on	 the	 adapted	 PHQ-9	 using	 the	





appropriate	 balance	 of	 sensitivity	 and	 specificity	 for	 the	 adult	 intellectual	 disability	
population.			
		































TRUE	POSITIVE	 n	 FALSE	POSITIVE	 n	 	
55%	 11	 0%	 0	 11	
BELOW	
CUT	OFF	
FALSE	NEGATIVE	 n	 TRUE	NEGATIVE	 n	 	
45%	 9	 100%	 12	 21	














GAS-ID	 is	 45%.	 	 Furthermore	 no	 participants	 are	 indicated	 to	 be	 incorrectly	 identified	 as	






	 The	 ROC	 curve	 for	 the	 total	 scores	 indicates	 that	 participants	 who	 score	 at	 the	 clinical	































comments	 occurred	 to	 the	 respondents.	 	 Collecting	 feedback	 from	 clinicians	 and	 staff	
members	 who	 had	 supported	 adults	 with	 intellectual	 disabilities	 provided	 valuable	
information	 about	 the	 appropriateness	 and	 validity	 of	 the	 adapted	measures,	 the	 issues	
which	lie	at	the	heart	of	this	research	project.	The	researcher	supported	the	completion	of	
data	 collection	 in	 the	 service	user	advocacy	group	and	 thus	was	able	 to	obtain	additional	
information	about	the	administration	and	acceptability	of	the	measures.		Some	service	users	



















Similarly,	 respondents	 were	 asked	 to	 rate	 acceptability	 to	 participants	 with	 intellectual	
disability,	 and	 on	 this	 the	 adapted	 version	 of	 the	 PHQ-9	 was	 rated	 as	 acceptable	 to	

















minutes	 (mean	=	6.00,	 standard	deviation	=	2.08).	 	 	Using	 the	same	system	as	previously,	
clinicians	 rated	 the	 adapted	 version	 of	 the	 GAD-7	 as	 easy	 to	 administer	 (mean	 =	 9.14,	
standard	deviation	=	1.46,)	and	acceptable	to	participants	(mean	=	9.00,	standard	deviation	=	












administrators	 to	 support	 the	 completion	 of	 the	 adapted	 measures	 with	 adults	 with	
intellectual	 disabilities	 than	was	 the	 case	with	 either	 the	 standard	 IAPT	measures	 or	 the	
Glasgow	Scales.		A	frequent	comment	was	that		participants	had	an	increased	understanding	
of	 the	 items	on	 the	questions	 in	 the	adapted	versions	of	 the	PHQ-9	and	GAD-7	and	were	
accordingly	able	to	achieve	accurate	completion	of	the	measures	with	 less	reliance	on	the	
support	available	from	the	administrators.			A	number	of	administrators	reported	that	their	
clients	 also	 expressed	 a	 preference	 for	 completing	 the	 adapted	measures	 or	 found	 these	





Glasgow	Scales.	 	The	visual	cues	which	supported	the	understanding	of	 the	 items	and	the	















during	 Stage	 2.	 It	 was	 felt	 that	 some	 items	 were	 particularly	 difficult	 for	 participants	 to	
understand.	The	administrators	therefore	noted	and	reported	the	individual	items	on	which	
participants	 most	 frequently	 asked	 questions	 and	 on	 which	 support	 was	 given.	 	 These	
included	items	covering	a	change	in	appetite	[PHQ-9	item	5]	and	movement	[PHQ-9	item	8].		
However,	 these	 same	administrators	also	 reported	 that	 the	 clinician	guidelines	gave	 clear	











































This	 study	 used	 a	 cognitive	 interviewing	 approach	 to	 investigate	 the	 extent	 to	 which	
adaptations	to	the	PHQ-9	and	the	GAD-7	had	addressed	the	needs	of	adults	with	intellectual	
disabilities.	 This	 avowed	 objective	 of	 the	 original	 authors	 of	 the	 adaptations	 is	 of	 great	
importance,	 given	 that	 these	 two	 clinical	measures	 are	 frequently	 used	 to	 assess	mental	
wellbeing	 as	 part	 of	 IAPT’s	 minimum	 data	 set.	 The	 study	 used	 two	 rounds	 of	 cognitive	
interviews	 to	 test	 the	 adapted	 measures	 and	 to	 generate	 further	 adaptations.	 All	 those	
interviewed	were	adults	with	intellectual	disabilities	and	all	had	experience	of	accessing	IAPT	
services.	 	 The	 final	 versions	 of	 the	 adapted	 PHQ-9	 and	 GAD-7	 thus	 produced	 were	 then	
completed	alongside	clinical	measures	for	depression	(GDS-LD)	and	anxiety	(GAS-ID)	already	
























The	 further	 changes	 to	 the	 adapted	 PHQ-9	 and	 GAD-7	 clinical	 measures	 sought	 to	 aid	





As	 indicated	above,	 initial	 psychometric	 investigation	has	proved	encouraging.	 The	PHQ-9	
measure	correlated	with	the	established	self-report	Glasgow	Scale	for	depression	(r	=	0.80),	
had	 good	 internal	 consistency	 (µ	 =	 0.85)	 and	 using	 a	 cut-off	 score	 of	 6.5	 yielded	 94.1%	
sensitivity	and	21.4%	specificity.	 	The	GAD-7	measure	correlated	with	the	established	self-
report	Glasgow	Scale	for	anxiety	(r	=	0.66)	and	had	good	internal	consistency	(µ	=	0.91).		A	
proposed	 cut-off	 score	of	 five	 representing	 a	 clinical	 threshold	 for	 anxiety	 for	 adults	with	
intellectual	 disability	 yielded	 94.1%	 sensitivity	 and	 35.7%	 specificity.	 These	 demonstrated	
correlations	 suggest	 that	 the	 adapted	 versions	 of	 the	 PHQ-9	 and	 GAD-7	 which	 were	
developed	as	part	of	the	current	study	are	potentially	useful	when	assessing	depression	and	
anxiety	 in	people	with	 intellectual	disabilities,	as	participants	 scored	similarly	on	outcome	













‘low’	 groups	 based	 on	 whether	 participants	 scored	 above	 or	 below	 clinical	 cut-offs	 on	
established	measures	 for	 this	 population	was	 the	most	meaningful	 way	 to	 split	 the	 data	




















bulk	of	easy	 read	 literature	 focuses	on	enabling	 individuals	with	 intellectual	disabilities	 to	
make	 informed	 healthcare	 decisions.	 	 In	 this	 it	 differs	 from	 this	 study,	 but	 many	 of	 the	
concepts	and	recommendations	for	good	practice	are	common	to	both.	
		









led	 to	 significant	 changes.	These	meant	 that	 in	 the	 final	 version	of	 the	adapted	measures	




alternative	 terms	 and	 prompts	were	 amongst	 the	 suggestions	 to	 emerge	 and	 these	were	












support	 understanding	 were	 easy	 to	 understand	 and	 appropriately	 positioned	 or	 instead	
needed	 clarification.	 They	 overwhelmingly	 felt	 that	 improvement	 was	 needed	 in	 these	
matters,	a	view	that	led	the	team	to	source	and	incorporate	CHANGE	People	images	instead	
of	 those	 contained	 in	 the	 versions	of	 the	adapted	measures	used	 in	 Stage	1.1.	 	A	 further	
consideration	here	was	the	avoidance	of	potential	copyright	issues.		The	replacement	images	
had	numerous	advantages.		They	used	less	colour	and	this	was	seen	as	advantageous	given	




studies	 suggesting	 that	 participants	 with	 intellectual	 disability	 prefer	 CHANGE	 People	
illustrations	over	other	 line	drawn	 illustrations	 (Strydom,	Forster,	Wilkie,	Edwards,	&	Hall,	
2001).	 	 The	 CHANGE	People	 visual	 cues	 had	 the	 further	 recommendation	 that	 they	were	












reflect	 the	 measures’	 meaning	 and	 to	 be	 easy	 to	 read	 (Sutherland	 &	 Isherwood,	 2016).	
Participants	in	Stage	1.2	endorsed	this	opinion,	clearly	stating	that	the	visual	cues	supported	









unclear	 and	 too	 small.	 	 Significant	 changes	were	 therefore	made	 to	 the	 item	 scoring	 for	
Version	 2	 of	 the	 measures.	 	 These	 were	 discussed	 in	 Stage	 1.2,	 with	 the	 research	 team	
suggesting	increased	precision	about	the	number	of	days	covered	by	each	response	option	
and	a	simplified	visual	cue	which	was	in	line	with	a	clinical	outcome	measure	already	in	use	







For	 example,	 participants	 reported	 that	 the	 increase	 in	 precision	 created	 confusion	 by	




at	all’,	 ‘several	days’,	 ‘more	 than	half	 the	days’	and	 ‘nearly	every	day’.	The	research	team	


































measures,	 a	 total	 score	 box	 for	 each	 of	 the	measures	was	 included.	 This	was	 done	 after	
consultation	 with	 the	 IAPT	 services	 involved	 in	 the	 current	 study	 so	 as	 to	 help	 the	
administrator	 when	 scoring	 and	 interpreting	 the	 adapted	 measures.	 The	 possibility	 of	
including	 additional	 information	 about	 scoring,	 such	 as	 the	 score	 associated	 with	 each	
response	option,	was	considered,	but	on	balance	the	research	team	decided	that	it	was	more	





















of	 assistance	 for	 clinicians	 is	 in	 accordance	 with	 recommendations	 arising	 from	 research	
(Shankland	&	Dagnan,	2015;	Walmsley,	2013)	and	stressing	the	importance	of	being	able	to	
provide	 flexible	 levels	 of	 tailored	 support	when	working	with	 individuals	with	 intellectual	
disability	(Chinn	&	Homeyard,	2016).		Data	gathered	from	participants	in	Stage	1	was	used	to	











although	 one	 reported	 that	 information	 in	 the	 clinician	 guidelines	 had	 facilitated	
understanding.	 	The	 response	 rate	 for	 the	Administrators’	Feedback	Forms	on	which	such	
issues	 were	 reported	 was	 low	 (n	 =	 7).	 	 It	 therefore	 remains	 unclear	 whether	 or	 not	 the	
problems	 thus	 highlighted	 are	widespread	 and	 hence	 how	necessary	 further	 attention	 is.		
Some	items	on	the	measures	inevitably	deal	with	quite	abstract	concepts	and	it	might	well	be	





Stage	 2	 focused	 on	 whether	 or	 not	 initial	 psychometric	 investigations	 indicate	 that	 the	
adapted	measures	are	useful	and	valid	for	measuring	symptoms	of	anxiety	and	depression	in	
adults	 with	 intellectual	 disabilities.	 This	 question	 was	 at	 the	 heart	 of	 the	 enquiry,	 but	
inevitably	 led	 to	 consideration	 of	 the	 overall	 quality	 of	 the	 adapted	measures.	 	 Here	 the	






in	 its	various	aspects,	with	 reliability,	validity,	 responsiveness,	acceptability,	 feasibility	and	
precision	 separately	 rated	 as	 ‘adequate’,	 ‘partially	 adequate’,	 ‘inadequate’	 or	 ‘unknown’	
based	 on	 the	 existing	 demonstrated	 evidence	 (Fitzpatrick	 et	 al.,	 1998;	 Cahill	 et	 al.,	 2008;	




enquiry,	 the	 approach	 highlights	 the	 areas	 of	 enquiry	 recommended	 for	 more	 in-depth	

















intellectual	 disabilities	 seeking	 to	 access	 support	 from	mainstream	 services.	 	 Participants	










by	making	 appropriate	 reasonable	 adjustments	 is	 further	 stressed	 by	 such	 considerations	
(Chinn	et	al.,	2014).		
4.2.2.1	 EVIDENCE	 FOR	 THE	 VALIDITY	 OF	 THE	 ADAPTED	 PHQ-9	 AND	 GAD-7	
MEASURES	
The	current	study	investigated	concurrent	validity	to	assess	the	extent	to	which	the	PHQ-9	
and	GAD-7	accurately	measure	 the	presentation	of	depression	and	anxiety	 in	a	 sample	of	











in	 the	minimum	dataset	 (NDTi,	2011).	 	Contrastingly,	 the	GAS-ID	assesses	 the	presence	of	
more	varied	symptoms	associated	with	anxiety	and	indeed	the	authors	reflect	this	breadth	






















general	 population	 (Carter,	 Wittchen,	 Pfister,	 &	 Kessler,	 2001;	 Grant	 et	 al.,	 2005;	 Hunt,	











argued	 that	 the	 content	 validity	 is	 already	 established,	 particularly	 as	 they	 mirror	 the	
diagnostic	 criteria	 for	 depression	 and	 anxiety	 in	 DSM-5	 (APA,	 2015).	 	 Furthermore,	 the	
demonstrated	 relationships	 between	 these	 adapted	 measures	 and	 established	 measures	








Nonetheless,	 the	 validity	 of	 the	 adapted	 PHQ-9	 and	 GAD-7	 measures	 must	 currently	 be	

















µ=0.80	 recommended	 for	 outcome	measures	 promoted	 for	widespread	 use	 (Carmines	&	
Zeller,	1979).	 	Thus	 there	 is	 initial	evidence	 that	 the	adapted	PHQ-9	and	GAD-7	measures	
produce	reliable	results	from	the	same	participants	when	they	are	applied	under	consistent	







in	 line	 with	 Cahill	 and	 colleages'	 (2008)	 criteria,	 and	 is	 especially	 significant	 in	 that	 the	
measures	were	adapted	with	 input	 from	participants	 thought	 to	be	able	 to	access	 talking	
therapies	with	the	implementation	of	reasonable	adjustments.		Administrators	(n	=	7)	in	Stage	
2	rated	the	adapted	measures	as	highly	acceptable	on	a	rating	scale	between	zero	and	ten	
and	 informal	 feedback	 from	 both	 administrators	 and	 participants	 was	 equally	 positive.		
Though	 some	 participants	 experienced	 difficulty	 in	 completing	 items	 on	 the	 adapted	
measures,	only	minimal	data	was	missing	from	the	returns	collected	in	Stage	2.	This	suggests	




administrator	 with	 access	 to	 the	 clinician	 guidelines,	 which	 included	 alternative	 terms	 or	
examples.		Both	adapted	measures	are	brief,	and	the	reported	time	for	completion	in	Stage	
2	 ranged	 from	 three	 to	 nine	 minutes	 for	 each	 measure	 (PHQ-9	 mean	 =	 5.42,	 standard	
deviation	 =	 2.07;	 GAD-7	 mean	 =	 6.00,	 standard	 deviation	 =	 2.08).	 	 This	 is	 judged	 to	 be	
acceptable	 for	 routine	 clinical	 use	with	 this	 client	 group.	 	 It	 is	 also	 hypothesised	 that,	 as	







disabilities	exist	only	 in	English.	 	 In	 these	circumstances,	although	the	participants	 in	both	
stages	of	 the	study	 identified	as	ethnically	diverse,	 the	acceptability	of	 the	newly	adapted	
measures	 to	 a	 sufficiently	 wide	 range	 of	 adults	 with	 intellectual	 disabilities	 cannot	 be	
considered	to	have	been	fully	determined.	Despite	feedback	being	sought	via	email	from	the	















4.2.2.4	 EVIDENCE	 FOR	 THE	 FEASIBILITY	 OF	 THE	 ADAPTED	 PHQ-9	 AND	 GAD-7	
MEASURES	




















The	 development	 of	 clinician	 guidelines	 further	 increases	 the	 feasibility	 of	 the	 adapted	
measures.	 	 These	are	 in	 line	with	 research	 recommendations	 (Hamilton	et	 al.,	 2011),	 and	
include	 general	 recommendations	 for	 completing	 outcome	 measures	 with	 adults	 with	
intellectual	disability	as	well	as	advice	about	completing	these	specific	measures.		The	study’s	
consultations	with	participants	when	devising	alternative	terms	and	examples	is	a	particular	
strength	 in	 this	 regard.	 	A	 further	advantage	of	 the	adapted	measures	 lies	 in	 the	changes	
made	to	the	scoring	processes.	The	changes	here	are	consistent	with	the	original	versions	in	








4.2.2.5	 EVIDENCE	 FOR	 THE	 PRECISION	 OF	 THE	 ADAPTED	 PHQ-9	 AND	 GAD-7	
MEASURES	
The	scoring	of	the	adapted	measures	is	dealt	with	in	detail	in	the	clinician	guidelines	supplied	
to	 administrators	 and	 is	 consistent	 with	 the	 original	 versions	 of	 the	 PHQ-9	 and	 GAD-7	
measures.		Analyses	of	precision	were	completed	via	the	comparison	of	‘high’	and	‘low’	group	
data	based	on	whether	participants	scored	above	or	below	clinical	cut-offs	on	the	Glasgow	























of	 the	 adapted	 PHQ-9	 and	 GAD-7	 measures	 to	 identify	 change	 in	 the	 presentation	 of	

















role	 in	developments.	 	 Specifically,	 this	 involved	 them	 in	 contributing	 to	 central	 decisions	
about	the	design	and	format	of	the	adapted	scales.		This	was	achieved	by	their	participation	
in,	and	critical	assessment	of,	two	discrete	cognitive	interviewing	stages.	Thus,	for	example,	
changes	 following	 Stage	 1.1	 were	 checked	 with	 participants	 with	 intellectual	 disability.		
Although	this	 is	often	recommended	for	the	development	of	valid	and	effective	easy	read	
information	(DoH,	2010b;	MENCAP,	2008),	it	is	noted	by	Buell	(2015)	that	practical	issues	such	
as	 time	 and	 cost	 often	 impede	 this	 process.	 	 Too	 often	 the	 development	 of	 accessible	
documents	has	to	be	left	to	staff	members.		The	current	study’s	evaluation	of	the	validity	of	









cognitive	 interviewing	methodology	 with	 the	 intellectual	 disability	 population	 occasioned	
difficulties.	This	meant,	for	example,	that	the	use	of	such	an	approach	for	investigating	the	
validity	 of	 questionnaires	within	 the	 specified	 study	population	was	 not	 dealt	with	 in	 the	
literature.	The	challenge	was	thus	to	build	from	the	insights	that	the	literature	does	provide	
into	 largely	 untried	 but	 associated	 areas.	 	 The	 value	 of	 cognitive	 interviewing	 for	 the	
validation	of	questionnaire	design	is	well-supported	in	the	literature	(Willis,	2005)	and	this	
provided	a	firm	foundation.		It	was	also	deemed	important	to	contribute	to	a	literature	base	
for	 the	 intellectual	 disability	 population	 which	 makes	 use	 of	 and	 is	 consistent	 with	 the	
substantial	 body	 of	 high	 quality	 literature	 already	 available	 for	 the	 general	 population.	 A	
consideration	here	was	the	consciousness	that	early	work	in	relatively	new	areas	can	have	a	
considerable	 impact	 on	 future	 research.	 	 Cognitive	 interviewing	 within	 any	 population	
requires	participants	 to	employ	higher-level	 cognition	 skills	 such	as	executive	 functioning.		
Adaptations	 to	 the	 standard	 approach	 were	 clearly	 necessary	 if	 adults	 with	 intellectual	















recommended	by	 cost-benefit	 analyses	 (NICE,	2016)	and	comparable	 to	other	established	
scale	validity	studies	in	this	population,	such	as	the	Glasgow	Scales	for	depression	(Cuthill	et	
al.,	2003)	and	anxiety	(Mindham	&	Espie,	2003).	
A	more	significant	 limitation	 to	 the	current	 study	 is	how	participants	were	 recruited	once	
recruitment	had	to	be	extended	to	non-clinical	 settings.	 	The	 low	recruitment	within	 IAPT	








anxiety	or	depression).	 	 It	 is	 interesting	as	a	clinician	to	see	no	difference	 in	psychological	
distress	between	the	participants	who	were	recruited	in	clinical	and	non-clinical	sites,	which	
could	 highlight	 the	 disparity	 of	 access	 to	 services	 for	 people	with	 intellectual	 disabilities.		
Although	 Stage	 2	 of	 the	 current	 study	 was	 intended	 as	 an	 initial	 investigation	 into	 the	

















the	 intellectual	 disability	 population	 (Hermans	&	 Evenhuis,	 2010;	McGurk	&	 Skelly,	 2014;	
Vlissides	et	al.,	2016)	and	the	current	study	needed	them	to	establish	the	initial	psychometrics	









intellectual	 disability	 but	 who	 nonetheless	 struggle	 to	 engage	 with	 the	 ‘traditional’	 IAPT	
model.		Many	of	those	falling	into	this	category	are	likely	to	be	borderline	for	inclusion	in	the	
intellectual	 disability	 range,	 and	 may	 well	 be	 ineligible	 for	 specialist	 services.	 	 They	
nonetheless	present	with	significant	learning	and	social	difficulties	(Dagnan,	2015).	These,	if	
not	addressed,	can	lead	to	significant	mental	health	problems.		The	inclusion	and	exclusion	





providing	 reasonable	 adjustments	 likely	 to	 prove	 accessible	 to	 a	 significant	 range	 of	
intellectually	vulnerable	adults,	not	all	of	whom	have	been	formally	diagnosed.	 	The	initial	
evidence	suggests	that	the	versions	of	the	adapted	measures	developed	in	the	current	study	
are	 indeed	 appropriate	 for	 use	 with	 this	 population.	 In	 consequence,	 it	 is	 strongly	
recommended	that	they	should	be	used	by	mainstream	services	to	improve	access	to	services	








‘accessible’	 version	nationally	and	no	 investigations	of	 the	psychometrics	of	 such	adapted	
measures	have	been	reported	in	the	literature.		Thus	there	are	potential	significant	clinical	

















central	part	played	by	 the	PHQ-9	and	GAD-7	measures	 in	psychometric	enquiry	 this	 fuller	
consideration	of	validity,	responsiveness	and	precision	is	of	great	importance.	The	validity	of	
the	 adapted	 measures,	 rated	 inadequate	 (Cahill	 et	 al.,	 2008)	 needs	 particular	 attention,	
including	between-group	research	design	involving	two	groups	of	adults	both	with	intellectual	
disabilities	one	of	which	comprises	of	individuals	experiencing	depression	and	anxiety	(clinical	
group)	 and	 one	 of	 individuals	 who	 are	 not	 experiencing	 clinical	 levels	 of	 depression	 and	
anxiety	 (non-clinical	 group).	 	 This	 would	 allow	 an	 investigation	 of	 discriminant	 validity.		
Additional	investigations	of	validity	could	be	completed	via	factor	analysis	to	assess	construct	
validity.	 	 Investigations	 of	 test-retest	 reliability	 are	 also	 recommended	 and	 could	 be	
conducted	by	administering	the	adapted	measures	at	the	beginning	and	end	of	an	assessment	
session	 with	 adults	 with	 intellectual	 disabilities,	 as	 was	 done	 in	 the	 initial	 psychometric	
investigation	of	the	GDS-LD	(Cuthill	et	al.,	2003a).			
	
The	 adapted	 measures	 are	 used	 by	 services	 to	 track	 recovery,	 making	 evaluative	
responsiveness	 a	 key	 consideration.	 Here	 it	 is	 recommended	 that	 future	 research	 should	
assess	the	measures’	ability	to	track	change	over	the	course	of	psychological	interventions	
dealing	with	depression	and	anxiety.		Preferably	this	should	be	done	with	service	users	with	






experience	of	 the	current	 study	 suggests	 that	 such	a	controlled	 research	design	approach	
might	well	face	practical	difficulties	in	the	form	of	recruitment	challenges.		
	
The	 precision	 of	 the	 adapted	 PHQ-9	 and	 GAD-7	measures	 could	 usefully	 be	 assessed	 by	
examining	 their	 ability	 to	 detect	 differences	 in	 depression	 and	 anxiety	 between	 different	
populations,	 for	example	by	comparing	 scores	 in	 clinical	 intellectual	disability	groups	with	






















versions	can	be	downloaded	by	services	and	clinicians	and	used	to	 facilitate	access	 to	 the	
measures.		It	is	hoped	that	by	thus	disseminating	single	adapted	versions	of	the	PHQ-9	and	
GAD-7	 measures	 catering	 for	 adults	 with	 intellectual	 disabilities	 the	 potential	 for	
inconsistency	in	nationally	submitted	data	will	be	minimised.	The	risks	of	such	inconsistency	
are	 inherent	 in	the	current	position	 in	which	 individual	services	develop	different	versions	
locally.		Consistent	with	this	aim	the	final	versions	of	the	adapted	measure	have	already	been	










The	 results	 of	 the	 study	 are	 felt	 to	 be	 of	 interest	 to	 a	 range	 of	 clinicians,	 including	 both	
professionals	in	the	intellectual	disability	field	and	others	in	the	broader	psychological	therapy	
community,	 and	 they	 will	 be	 shared	 accordingly.	 A	 poster	 dealing	 with	 the	 preliminary	









be	 submitted	 to	 the	 British	 Psychological	 Society	 Faculty	 for	 People	 with	 Intellectual	
Disabilities	Bulletin,	which	is	distributed	to	all	Faculty	members	three	times	a	year,	and	is	a	
helpful	way	to	highlight	the	research	to	a	large	number	of	clinical	psychologists	with	interest	
in	working	with	 people	with	 intellectual	 disabilities.	 Further	 opportunities	 to	 present	 the	
findings	will	be	explored,	 including	considering	opportunities	 to	present	 the	 research	at	a	
conference	whose	 target	 audience	 is	 IAPT	professionals	 or	practitioner	psychologists	who	
may	 not	 be	 specialists	 in	 intellectual	 disabilities,	 to	 attempt	 to	 target	 those	who	may	 be	




of	 the	 findings	 in	 layman’s	 language	 and	 produced	 with	 the	 assistance	 of	 service	 user	
consultants	with	 intellectual	 disability	 is	 to	be	made	available.	 	 This	will	 be	distributed	 to	
services	and	service	user	groups	who	were	involved	in	the	research	to	ensure	that	research	












The	 involvement	 of	 service	 users	with	 intellectual	 disabilities	 both	 as	 participants	 and	 as	
consultants	was	a	key	element	in	the	conception	and	execution	of	this	study.	It	is	therefore	









Nonetheless,	 involving	 individuals	 who	 have	 intellectual	 disabilities	 in	 the	 research	 was	
challenging	at	times.		A	number	of	factors	were	at	work:	the	power	imbalance	of	the	research;	





of	 which	 required	 the	 research	 team	 to	make	 judgements	 based	 on	 the	 literature	 or	 on	
broader	contextual	issues.		An	example	of	this	came	during	Stage	1,	when	many	participants	
felt	very	strongly	that	certain	items	should	be	removed	from	the	adapted	measures	on	the	
grounds	 that	 no	 adaptations	 would	 make	 them	 sufficiently	 accessible	 to	 adults	 with	








historical	 context:	 the	 experiences	 of	 such	 individuals	 have	 too	 often	 involved	 being	
subjugated	or	silenced	by	people	perceived	as	powerful	(Webb-Peploe	&	Fredman,	2015).		I	
would	have	much	preferred	to	be	able	to	employ	a	more	collaborative	paradigm	during	the	
research,	with	participants	with	 intellectual	 disabilities	having	 increased	ownership	of	 the	
project	and	additional	input	in	the	interpretation	of	the	data.		Given	the	constraints	on	the	
project,	including	those	of	time,	funding	and	scale,	such	an	approach	was	simply	impractical.	



















and	 from	 professionals	 who	 supported	 the	 administration	 of	 the	 measures	 during	 the	
research.	 	 Initial	 investigations	 of	 the	 psychometric	 properties	 of	 the	 PHQ-9	 and	 GAD-7	








(Hamilton	 et	 al.,	 2011).	 	 Here	 too	 this	 study	 is	 relevant.	 It	 involved	 the	 development	 of	
guidelines	designed	to	assist	clinicians	working	with	individuals	with	intellectual	disabilities.	
It	did	so	by	providing	information	and	examples	about	how	to	adjust	delivery	and	by	affording	
prompts	 and	 examples	 to	 help	 clients.	 Given	 that	 some	 of	 the	 clinicians	 involved	 were	
relatively	 inexperienced	 in	 working	 with	 the	 adult	 intellectual	 disability	 population	 the	
guidelines	 took	 particular	 care	 to	 maximise	 the	 utility	 of	 the	 advice	 offered.	 	 Whilst	
recognising	that	every	client	is	an	individual	requiring	individually	tailored	information	(Chinn	
&	 Homeyard,	 2016),	 it	 is	 nonetheless	 the	 firm	 belief	 of	 this	 study	 that	 its	 guidelines	 for	
clinicians	support	the	flexible	delivery	of	the	adapted	versions	of	the	PHQ-9	and	GAD-7	clinical	






















































































































































































































































































































































































































































































































































































































































































































































































people	 feel	 and	measure	 if	 they	 get	well	 after	 treatment.	 	 Two	 questionnaires	 have	 been	
changed	to	be	used	with	people	with	learning	disabilities.		Today	I	will	ask	you	questions	about	















Even	 though	 I	 am	 asking	 you	 questions,	 I	 am	 not	 looking	 for	 information	 about	 you	 or	











	Present	 the	adapted	measures	 (PHQ-9	 then	GAD-7)	 to	participants	 in	 the	 same	way	 they	
would	be	administered	clinically	(i.e.	printed	copies).	
	













































































































































































































































































































































































































































Area Under the Curve 
Test Result 
Variable(s):   PHQ_TOTAL   











.882 .066 .000 .753 1.000 
The test result variable(s): 
PHQ_TOTAL has at least 
one tie between the positive 
actual state group and the 
negative actual state group. 
Statistics may be biased. 
    
a. Under the nonparametric 
assumption 
    
b. Null hypothesis: true area 
= 0.5 






Coordinates of the Curve 
Test Result 
Variable(s):   PHQ_TOTAL   
Positive if Greater Than or 
Equal Toa Sensitivity 
1 - 
Specificity 
-1.00 1.000 1.000 
.50 1.000 .929 
2.00 1.000 .643 
3.50 1.000 .571 
5.00 .941 .357 
6.50 .941 .214 
7.50 .824 .214 
8.50 .647 .143 
9.50 .588 .071 
10.50 .471 .071 
11.50 .353 .071 
13.00 .235 .071 
15.00 .176 .000 
18.50 .118 .000 
22.00 .059 .000 
24.00 .000 .000 
The test result variable(s): 
PHQ_TOTAL has at least 
one tie between the 
positive actual state group 
and the negative actual 
state group. 
  
a. The smallest cutoff value 
is the minimum observed 
test value minus 1, and the 
largest cutoff value is the 
maximum observed test 
value plus 1. All the other 
cutoff values are the 
averages of two 
consecutive ordered 
















Area Under the Curve 
Test Result 
Variable(s):   GAD_TOTAL   











.894 .056 .000 .785 1.000 
The test result variable(s): 
GAD_TOTAL has at least 
one tie between the positive 
actual state group and the 
negative actual state group. 
Statistics may be biased. 
    
a. Under the nonparametric 
assumption 
    
b. Null hypothesis: true area 
= 0.5 





Coordinates of the Curve 
Test Result 
Variable(s):   GAD_TOTAL   
Positive if Greater Than or 
Equal Toa Sensitivity 
1 - 
Specificity 
-1.00 1.000 1.000 
.50 1.000 .818 
1.50 1.000 .455 
2.50 .952 .455 
3.50 .905 .364 
4.50 .857 .364 
5.50 .810 .364 
6.50 .762 .182 
7.50 .571 .000 
8.50 .476 .000 
10.00 .429 .000 
11.50 .381 .000 
12.50 .333 .000 
13.50 .190 .000 
14.50 .143 .000 
17.00 .095 .000 
20.00 .048 .000 
22.00 .000 .000 
The test result variable(s): 
GAD_TOTAL has at least 
one tie between the 
positive actual state group 
and the negative actual 
state group. 
  
a. The smallest cutoff value 
is the minimum observed 
test value minus 1, and the 
largest cutoff value is the 
maximum observed test 
value plus 1. All the other 
cutoff values are the 
averages of two 
consecutive ordered 







































































	 Adequate	 Significant	 differences	 found	 between	
groups	or	within	individuals	
	 Partial	 Non-significant	 trends	 found	 between	
groups	or	within	individuals	
	 Inadequate	 Not	addressed	
Acceptability	 	 	
	 Adequate	 All	of	the	components	described	
	 Partially	addressed	 At	least	one	of	the	components	described	
	 Not	addressed	 None	of	the	components	described	
Feasibility	 	 	
	 Adequate	 All	of	the	components	described	
	 Partially	addressed	 At	least	one	of	the	components	described	
	 Not	addressed	 None	of	the	components	described	
Precision	 	 	
	 Adequate	 All	of	the	components	described	
	 Partially	addressed	 At	least	one	of	the	components	described	
	 Not	addressed	 None	of	the	components	described	
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Appendix	20:	Draft	of	accessible	overview	of	research	findings	disseminated	to	participants	
and	service	user	organisations	
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